In 1965, the Scottish Spina Bifida Association (SSBA) was formed by a small group of enthusiastic parents who each had a child with spina bifida and/or hydrocephalus. A significant amount of media interest in spina bifida had been generated throughout Scotland at this time and from this increased awareness, it became apparent that action was required. In order to address the needs of their children who had varying degrees of disability, it was absolutely paramount that a National Organisation should be formed to speak with one voice and to advocate for those needs from a perspective of personal knowledge and understanding.
Fifty years on, the SSBA has grown considerably and prides itself on being at the forefront of innovation and redesign of services, always taking the lead from the children, young people and adults who help to shape its services. A Registered Scottish Charity, the SSBA are based in a purpose built Family Support Centre in the West of Scotland. They are one of the few self-funded organisations in Scotland and need to raise 1 million annually.
The SSBA seeks to increase public awareness and understanding of individuals with spina bifida and/or hydrocephalus and allied conditions. It aims to support all those affected, to identify their needs and to empower them to make informed choices and decisions. They provide information, support and a range of specialised projects to all those affected by spina bifida and/or hydrocephalus in Scotland -be it those with the disability, their parents, family members or carers.
The Scottish Spina Bifida Association for me have been a friend, they have been the reassurance when I needed it, they have been the people who took the work and the worry out of my day and the situation. They've guided me through and gave me hope. SSBA Parent (Aberdeen) Currently over 3500 children, young people and adults currently access the services which include advocacy, information, intensive support, combined clinics, wheelchair training, tele-medicine facilities, health promotion, respite cottage, continence clinics, social groups and specialist transitional and early years support.
The SSBA also strives to build partnerships both in Scotland and globally in order to secure the charity's prominent reputation and keep them at the forefront of information sharing and research advances. Working alongside Scottish Government their 'Folic Acid -Are You Getting Enough?' campaign was launched to coincide with International Spina Bifida and Hydrocephalus Day in Scottish Parliament in October 2013. Aimed at all women who might become pregnant, they recommended taking a daily tablet containing 400 mg of folic acid before conception and during the first 12 weeks of pregnancy to reduce the risk of the pregnancy being affected by spina bifida.
In other successful partnerships their Chair Person, Dr Margo Whiteford, was delighted to be sworn in as the President of the International Federation of Spina Bifida and Hydrocephalus and their Chief Executive, Andrew HD Wynd, has just been awarded an MBE for his services to healthcare in Scotland and prior to that was appointed Chair of the National Neurology Advisory Group which will work with NHS Boards to continue to develop improvement in their neurological health services.
The Association look forward to another 50 years of advocating for, and supporting, all those affected by spina bifida, hydrocephalus and allied conditions. To find out more about their work and the range of support services they offer please visit www.ssba.org.uk, email mail@ssba.org.uk or contact them directly on +44 (0)1236 794500.
